ABSTRACT This descriptive exploratory study was conducted to describe the health care needs and identify unmet needs of the caregivers of cancer patients in Jordan. A total of 82 caregivers accompanying patients to an outpatient chemotherapy clinic completed the 90-item caregiver need scale. Caregivers reported 75.6% of scale items as needs and rated these as "very important" needs on all 6 areas of the caregivers' need scale: personal care, activity management, involvement with health care, work, interpersonal interaction and finance. Unmet needs of caregivers were a higher proportion of identified needs (76.4%) than in similar studies elsewhere. The education and support needs of caregivers need to be considered when designing care plans for cancer patients. 
Introduction
There is a growing interest in shortening hospital stays for patients with cancer and treating them on an outpatient basis [1] [2] [3] . This shift of care from hospital to the home places considerable responsibility on informal family caregivers. In fact, researchers reported that caregivers assume approximately 50%-55% of the total care required for patients with cancer at home [4, 5] .
Caring for patients with cancer is a complex and demanding role [1, 6, 7] . Cancer caregivers are expected to meet patients' needs in the physical, psychological, social, spiritual and financial dimensions [6, 7] . In addition, caregivers need to balance the responsibilities of caregiving role with their own needs and demands, which is one of the most challenging problems facing caregivers of patients with cancer [1] .
Previous research demonstrated that caregivers have to commence this role suddenly with limited knowledge and experiences, with a negative effect on the patient and the caregiver [1, 6] . For example, in a prospective population-based cohort study, it was found that stress associated with caring for a patient with cancer increased the caregiver's risk of mortality by 63% within 5 years [8] . In addition, the role of caregiving for patients with cancer was found to be associated with sleep disturbance [9, 2] , fatigue [10] [11] [12] , anxiety [13] , social withdrawal [4, 14] , depression [13, 15] , impaired quality of life [2] and financial constraints [2, 15] . Designing individualized care plans which incorporate caregivers' needs is an essential element to improve the quality of care provided to patients with cancer [4, 16] .
In Jordan, the number of people providing care for patients with cancer at home is unknown and the needs of caregivers have never been examined before from a Jordanian Arab perspective. This study was therefore designed to address the following research questions: what are the health care needs identified by Jordanian caregivers of cancer patients receiving chemotherapy on an outpatient basis; how do these caregivers rank the importance of those identified needs; and are the identified needs currently being met?
Methods

Sample
Consecutive primary caregivers accompanying cancer patients to an outpatient chemotherapy clinic at a major university-affiliated hospital in Jordan during the period 10 August to 25 October 2006 were selected to participate in this study. Since this was an exploratory, descriptive study, no attempt was made to estimate sample size. The inclusion criteria for caregivers were: Jordanian nationality; male or female; identified by the patient as the individual who is most involved in, or affected by, the patient's situation; residing in the patient's home; able to communicate in Arabic; and able to give written consent.
Instruments
Data were collected using the following scales: the caregivers' demographic data sheet, the caregivers' medical information form and the caregivers' need scale.
The demographic data sheet contained questions related to participants' characteristics such as: age, sex, marital status, income level, number of people living in the same household and education. Two items were added to reflect structural barriers to health services: distance travelled to the hospital and usual time required to travel from home to hospital.
The medical information form contained questions related to the caregivers' chronic medical conditions, physical disabilities and history of mental illnesses. In addition, participants were asked to report the presence of negative impacts thought to be associated with the caregiving role, including sleep disturbances, fatigue, anxiety, distress, financial constraints and depression.
The caregivers' need scale was developed to assess caregivers' current health care needs in relation to the patient's situation and contains 6 subscales and 90 items [17] . These subscales are: personal care (28 items), activity management (13 items), involvement with health care (19 items), work (2 items), inter-personal interaction (21 items) and finance (7 items). Each item is measured on a 10 cm visual scale from "not a need at all" (0) to "very big need" (10). In addition, participants are asked to indicate whether each need is being met or not. The caregivers' need scale yields 3 scores for each item: the existence of the need (an item is considered as an existing need if 66% or more of the participants report it as a need); the need was met or not met (participants mark a "need met" or "need unmet" column for each need they decide to be existing); and the importance of the need (an item is considered "very important" if 50% or more of the participants rank it as 9 or 10 on the need scale).
The original author reported that the caregivers' need scale had 99% inter-rater reliability and a reliability coefficient alpha of 0.80. Construct and face validity for the scale were also established [17] . Procedure A panel of 2 Masters level nurses and 2 lay persons who were competent in English and Arabic languages translated and back-translated the caregivers' need scale. Any discrepancy between the original version and the translated form was resolved based on the suggestions of the researchers and the panel.
Permission from the institutional review board and the hospital administration was obtained before starting data collection. Then the researchers visited the clinic on a daily basis during the study period to recruit participants. Once a participant was identified the researcher approached the patient and caregivers to discuss the purpose and procedure of the study, invite them to participate and obtain written consent. Participants were assured that confidentiality would be maintained throughout the study and that the results would be reported as aggregates without revealing their identity. In addition, participants were assured that they could withdraw from the study at any time without jeopardizing their care at the institution.
A structured interview lasting 30-35 minutes was used to collect data from each participant. Completed forms were coded and fed into a computer for data analysis. A pilot test of the translated version of the caregivers' need scale was made with 10 participants before the beginning of the study, resulting in an alpha coefficient of 0.86.
Results
Participants' demographic characteristics
Of the 104 companions of patient who were approached and invited to participate, 22 (21.2%) did not meet the inclusion criteria and were excluded. Table 1 summarizes the demographic characteristics of the remaining 82 participants. The majority of participants were female (64, 78.1%) and married (58, 70.7%). The education level of participants ranged from 2 to 18 years, with a mean of 8.4 [standard deviation (SD) 12.6] years. The age of participants ranged from 21 to 62 years, with a mean of 36.2 (SD 15.8) years. The distance between participants' home and hospital ranged from 20 to 60 miles, mean 32.5 (SD 14.6) miles, and the mean time required to travel from home to hospital was 64.0 (SD 17.4) minutes.
Participants' medical status
Participants reported suffering from 5 chronic medical conditions: diabetes mellitus (34.2%), hypertension (36.6%), angina (29.3%), renal failure (3.7%) and rheumatoid arthritis (2.4%).
Negative impacts of the caregiving role experienced by participants were: fatigue (78.0%), sleep disturbance (64.6%), anxiety (60.7%), financial constraints (58.5%) and mood disturbance (43.9%). None of the participants reported having major physical disabilities or a history of psychiatric illness.
Participants' existing needs
Two-thirds of the participants (n = 55, 67.1%) identified a total of 68 needs, i.e. 75.6% of the 90 items found on the caregivers' need scale. These were considered to be existing needs according to the criteria identified by Longman et al. [17] . Existing needs covered all possible areas on the caregivers' need scale, including personal care, activity management, involvement with health care, work, interpersonal interaction and finance.
Participants' very important needs
A total of 46 of the 68 existing needs identified (67.7%) were considered to be "very important". Again, very important needs covered all possible areas on the scale and the highest-rated very important needs were: to be told about symptoms that would be expected as the patient's health changes (97.6% of participants); need for a home care or public health nurse (95.0%); need to be kept informed of patient's condition (94.7%); help with patient's emotional needs (87.8%); and help with additional expenses due to patient care (85.4%). Table 2 presents the very important needs identified by need area.
Participants' unmet needs
A total of 52 out of 68 (76.4%) identified needs were marked as "unmet". As with existing and very important needs, the unmet needs also covered all possible areas on the caregivers' need scale. Table 2 presents the unmet needs reported by participants on the caregivers' need scale by need areas. The highest rated unmet needs according to need areas were:
for personal care "be assured patient • is comfortable", "need help knowing how to care for patient" and "be told about symptoms to be expected as patient health changes"; for activity management: "help as-• sessing his/her ability to give his/her own care (e.g. taking medication or changing a dressing), "help with ways for involvement with health care: • "need to be informed of any changes", "need to be kept informed of patient's condition", "need to be closer to the medical centre"; for work: "need to balance homemak-• ing with patient's needs"; for interpersonal interaction: "need • to share feelings and experiences with others in similar situations", "need for acceptance, support, and comfort from staff", "need to express my own emotions"; and for financial: "need to obtain financial • assistance for patient". Table 3 shows the items on the caregivers' need scale identified as very important needs by need area; the highest rate very important needs are marked.
Discussion
Jordanian caregivers of patients with cancer in this study reported almost double the number of existing needs identified by caregivers in 2 studies in the United States of America (USA) [17, 18] . Table 4 compares the results of Longman et al. [17] and with the current results. Very important needs of the urban and rural samples in the USA were identified in only 3 areas (personal care, involvement with health care and interpersonal interaction), while Jordanian caregivers reported very important needs in all 6 areas of the caregivers' need scale (personal care, activity management, involvement with health care, work, interpersonal interaction and finance). About 76.5% of the existing needs identified were found to be unmet among Jordanian caregivers, as compared with 30% and 14% for the urban and rural USA samples respectively. These results suggest that there is insufficient attention given to the needs of caregivers of patients with cancer in Jordan.
The differences in the results can be attributed to several factors. First, there were demographic differences between the 3 samples. For example, the Jordanian participants were younger, less educated, travelled longer and spent more time travelling to hospital than the USA urban and rural samples.
Secondly, there are unique features of the Jordanian health care system. These features include problems with access to care (physical distribution and insurance), inadequate staff and supplies and poor availability of supportive services. Primary and secondary health services are available and accessible to most Jordanians [19] . However, tertiary and specialized services are centralized in major cities, oncology services are limited to 2 major cites, and radiotherapy is available only in the capital, Amman. On average, participants in this study reported that they travelled 60 miles and spend 90 minutes to obtain their required services. Such a problem places extra burdens of cost and effort on patients and their caregivers, which limits their ability to seek help when they need it.
Although about 32% of Jordanians have no health insurance [19] , uninsured oncology patients can obtain medical treatment in public institutions free of charge. Therefore, health insurance appears not to be a problem for such patients. Although Jordanian hospitals employ the highest available technologies and very competent physicians and nurses, there are staff shortages, high number of patients being treated in outpatient chemotherapy clinics and brief contact times between health professionals and patients. These factors limit the supportive and educational services provided to the caregivers of patients.
Researchers reported that Jordanian hospitals are experiencing falling values of salaries, shortages of drugs and supplies, shortages of physicians and nurses and high bed occupancy rates (80%) [20] . The majority of Jordanian hospitals do not employ support services such as psychologists and social workers. Researchers assert that Arabs are not familiar with the profession of social work, and rely on family members and friends for help and support [21] . In addition, Arabs perceive mental and emotional illnesses as stigmatizing, which limits the use of psychologists in Jordanian hospitals [21, 22] . Furthermore, home nursing services, help groups and agencies, and Finally, cultural issues of Jordanian Arabs may explain the increased number of existing and unmet needs reported by participants in this study. These issues are the high sense of obligation and commitment to the ill, the gaps in communication patterns and the utilization of ineffective traditional treatments. Jordanians, as Muslims, feel they should be very committed to the care of the sick and weak; care for the elderly and sick is regarded as an expression of worship [21, 23] . This sense of commitment is expressed at 3 levels: intentions (promises and pledges a person retains deep inside about a specific situation), verbal expressions (words a person uses about the situation) and actions (measures the person takes to implement the intentions) [23] . Consequently, Muslims attempt to reach a state of perfection in their care for loved ones who are sick, which may exacerbate the sense of burden, especially when the care is complicated, such as in the care of cancer patients.
As for communication patterns, caregivers of Jordanian patients with cancer may not report their distress to health care professionals for 3 reasons. First, Jordanian caregivers may not express their sense of distress and burden to avoid being perceived by the patients as if they are trying to quit. Secondly, Muslims are encouraged to meet hardships, illness and death with patience and prayer, and to avoid excessive complaints. Thirdly, Arabs regard revealing family issues to strangers as a sign of mistrust and weakness [22] . Fourthly, when a treatment plan is not suited to an Arab client, it will result in noncompliance with the instructions
